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Introduction 

Parents of children with neurodevelopmental disorders (NDDs) often experience unique and enduring caregiving demands that can significantly affect their mental health and wellbeing. Neurodevelopmental disorders such as autism spectrum disorder (ASD), attention deficit hyperactivity disorder (ADHD), and intellectual disabilities are characterised by impairments in cognition, communication, behaviour, and social functioning, often requiring long-term care and support (APA, 2013).

In the United Kingdom, parents are typically the primary caregivers, with responsibilities most frequently carried out within the home. These parents undertake tasks including behaviour management, emotional regulation, advocacy across health, social care, and educational systems, as well as daily living support. The cumulative impact of these responsibilities has been associated with higher levels of stress, anxiety, depression, and caregiver burden compared to parents of neurotypical children (Hayes and Watson, 2013; Craig et al., 2020).

Although international evidence has examined the psychological challenges faced by parent-carers, there is a need to synthesise findings specifically within the UK context, where support structures, healthcare policies, and legislation such as the Children and Families Act 2014 and the Special Educational Needs and Disability (SEND) Code of Practice shape caregiving experiences. Existing research suggests that UK parents of children with NDDs face considerable emotional strain compounded by fragmented services, financial pressures, limited respite, and social isolation However, the literature is dispersed, and there is limited synthesis focusing on mental health outcomes within home-based care, particularly relating to both mothers and fathers.

This scoping review therefore aims to map and synthesise existing peer-reviewed UK literature on the mental health impacts of parents caring at home for children with neurodevelopmental disorders. The review seeks to answer the question: What is known from UK-based research about the mental health outcomes of parents caring for children with neurodevelopmental disorders within the home setting?  The objectives are to identify relevant UK-based studies; explore key mental health outcomes such as stress, anxiety, depression and coping; include findings relating to both mothers and fathers; highlight gaps in existing evidence; and propose directions for future research and support. By consolidating current knowledge, this review intends to inform practice, policy and research to better support parental mental health in the context of home-based neurodevelopmental caregiving.

[bookmark: _Toc213078681]Background
Neurodevelopmental disorders (NDDs), including autism spectrum disorder (ASD), attention deficit hyperactivity disorder (ADHD), intellectual disability (ID), and other developmental conditions, are characterised by impairments in cognition, communication, behaviour and social functioning. In the United Kingdom, approximately 1–2% of the population is estimated to be autistic, while ADHD affects around 3–5% of children, and intellectual disability affects approximately 2% (NHS Digital, 2022). Many of these children require sustained support across home, health, and education settings, with parents taking on key caregiving responsibilities.
[bookmark: _Toc213078682]UK Policy and Legislative Context
The Children and Families Act 2014 and the accompanying Special Educational Needs and Disability (SEND) Code of Practice (DfE and DoH, 2015) form the main legislative framework governing support for children with NDDs in the UK. These policies require local authorities, education providers and health services to work collaboratively through Education, Health and Care (EHC) Plans for children with complex needs. The Care Act 2014 also recognises parents as carers and entitles them to carer assessments, though research suggests many parents report limited awareness or access to formal support (Carers UK, 2021).
In practice, parents often act as coordinators between multiple services such as Child and Adolescent Mental Health Services (CAMHS), speech and language therapy, occupational therapy, specialist schools, and social care. Despite policy frameworks designed to support integrated care, families frequently encounter fragmented systems, long waiting times and inconsistent provision, particularly for autism and ADHD assessments (NICE, 2018).
[bookmark: _Toc213078683]Home-Based Care and Parental Roles
Home is the primary setting in which care is delivered for children with NDDs. Daily caregiving may include managing challenging behaviour, communication difficulties, sensory sensitivities, sleep issues, personal care, educational support and therapies. Parents often become advocates, therapists, educators and emotional regulators, roles which significantly extend beyond typical parenting expectations (Pellicano et al., 2021).
Both mothers and fathers are involved in caregiving, although research often highlights the disproportionate emotional labour and care burden carried by mothers. Fathers may experience stress differently, reporting pressures relating to financial responsibilities, isolation or feelings of helplessness (Potter, 2017). However, there remains a lack of balanced research representing both parental experiences.
[bookmark: _Toc213078684]Mental Health Impacts on Parents
Caring for a child with NDDs is consistently associated with elevated levels of stress, anxiety and depression. Studies show that parents of autistic children, for example, report significantly higher psychological distress compared to parents of neurotypical children (Hayes and Watson, 2013). UK-based research has found that behavioural challenges, sleep disturbances, and frequent health/educational appointments intensify caregiver burden (Craig et al., 2020).
Parental mental health is influenced by multiple interacting factors. Child-related stressors include severity of symptoms, aggression, self-injurious behaviour and co-occurring conditions such as epilepsy or anxiety. Environmental stressors include financial strain, employment disruption and social isolation. Single-parent households and families with lower socioeconomic status are at increased risk of poor mental health outcomes (Hastings, 2016).
[bookmark: _Toc213078685]Support, Resilience and Coping
Despite challenges, many parents display resilience and adaptive coping strategies. Positive reframing, social support, faith, mindfulness and engagement with support groups can buffer against psychological stress. Peer support, especially among parents of autistic children, promotes shared understanding and reduces loneliness (Bristol et al., 2019). However, access to such support varies by geography, income and ethnicity.
Respite care and professional psychological interventions such as cognitive-behavioural therapy (CBT) for parents have shown some benefits, but availability is inconsistent and often limited by funding and waiting lists. During the COVID-19 pandemic, closure of schools, therapy services and respite provision led to increased home-based care demands, significantly worsening parental mental health across the UK (Willner et al., 2020).
[bookmark: _Toc213078686]Service Gaps and Need for Research
Although UK legislation recognises parent-carers, many report that their mental health needs remain overlooked by professionals who focus primarily on the child. There is limited UK-based synthesis examining the mental health experiences of both mothers and fathers caring for children with NDDs at home. Current research is fragmented by condition (e.g., ASD vs ADHD), methodology and geographic region. Furthermore, there is a lack of longitudinal data tracking parental mental health over time, alongside a shortage of studies evaluating interventions or support models within the UK context.
This scoping review seeks to address these gaps by mapping existing research, identifying core themes, and highlighting priorities for policy, practice and future research.
[bookmark: _Toc213078687]Methods and Ethical Considerations
This scoping review followed the methodological framework developed by Arksey and O’Malley (2005) This framework includes five stages: identifying the research question, identifying relevant studies, study selection, data charting, and collating, summarising, and reporting the results.
[bookmark: _Toc213078688]This research adheres to the PRISMA-ScR (Preferred Reporting Items for Systematic Reviews and Meta-Analyses extension for Scoping Reviews) checklist to ensure transparency, rigour, and methodological consistency throughout the review process (Tricco et al., 2018).
Search Strategy and Data Sources
A comprehensive search strategy was developed to locate peer-reviewed literature. Electronic databases including PubMed, UWTSD Library and Google Scholar were searched. Search terms and Boolean operators included combinations of: “parents” OR “caregivers”, “autism” OR “neurodevelopmental disorder” OR “ADHD” OR “intellectual disability”, “mental health” OR “stress” OR “anxiety” OR “depression”, and “United Kingdom” OR “UK”, alongside “home care” OR “family care”.
[bookmark: _Toc213078689]Inclusion and Exclusion Criteria
Studies were eligible if they:
· Were peer- reviewed studies published in the UK within the last five years,
· Focused on parents (mothers and/or fathers) of children diagnosed with neurodevelopmental disorders,
· Examined mental health outcomes such as stress, depression, anxiety, or coping,
· Involved home-based caregiving rather than institutional care.
· Within 5 years
Exclusion criteria included: studies outside the UK, research focused on adult children, non-parent carers (e.g., foster carers), non-empirical papers, or studies without mental health outcomes.
[bookmark: _Toc213078690]Data Charting and Analysis
Data from eligible studies were extracted into a structured charting table, including authors, publication year, study design, sample characteristics, type of neurodevelopmental disorder, parental mental health outcomes, and key findings. A thematic synthesis approach was adopted, combining both deductive coding (stress, anxiety, depression, coping strategies) and inductive coding (identity changes, marital impact, service barriers, gender differences). Themes were then synthesised to map key trends and evidence gaps.
[bookmark: _Toc213078691]Ethical Considerations
As this review used published secondary data, ethical approval was not required. However, ethical rigour was ensured through transparent reporting of search strategies, inclusion criteria, and data handling. To minimise researcher bias, reflexivity was maintained during data extraction and coding. Care was taken to present findings respectfully, avoiding deficit-based language, and acknowledging the diversity of parental experiences.
[bookmark: _Toc213078692]Results 
Table 1: Summary of Studies on Mental Health of Parents of Children with Neurodevelopmental Disorders (UK)
	Authors & Year
	Research Objectives
	Methods
	Key Findings
	Relevance to Review Question

	McGlinchey, C et al (2024)
	To explore which aspects of health and wellbeing are most important to parent-carers
	Qualitative interviews with 20 parent-carers
	Parents reported high stress, anxiety, and fatigue; home-based care was a major source of emotional strain
	Highlights mental health impact of home caregiving, central to review question

	Asbury, K et al (2020)
	To investigate effects of COVID-19 on children with special educational needs and their families in the UK
	Online survey of 450 parents
	Increased parental stress, anxiety, depression during pandemic; loss of school/therapies intensified burden
	Demonstrates contextual factors affecting parental mental health in UK home-care settings

	Baker, K et al. (2020)
	To examine social, psychological, and genetic influences on parents’ mental health caring for children with intellectual disabilities
	UK cohort study, 888 parent-child dyads, quantitative measures of distress and coping
	Parents of children with intellectual disability showed elevated stress and anxiety; child behavioural problems predicted parental distress
	Provides empirical UK data on parental mental health and coping, directly relevant

	McConkey et al. (2023)
	To assess coping strategies and mental health outcomes of parents of children with neurodevelopmental disorders
	Cross-sectional online survey (n≈200)
	Social support and adaptive coping strategies reduced parental stress; behavioural challenges increased anxiety
	Highlights modifiable protective factors for parental mental health in home care

	Masefield et al. (2021)
	To evaluate psychological wellbeing of parents of children with developmental disabilities
	Mixed-method study; interviews and standardized questionnaires
	Parents experienced chronic stress and fatigue; both mothers and fathers affected; service gaps noted
	Supports evidence on mental health burden and the need for UK-specific interventions for home-based carers


[bookmark: _Toc213078693]Thematic Analysis
Theme 1: Psychological distress and changes in caregiver identity
This theme captures the significant emotional strain experienced by parents caring for children with NDDs. Studies show elevated levels of stress, anxiety, and depression, alongside a major shift in parents' sense of identity. Caregiving often becomes the dominant role in their lives, leading to exhaustion, loss of personal identity, reduced social contact, and feelings of isolation. The theme highlights how the psychological impact goes beyond immediate stress to include long-term changes in self-concept and wellbeing.
Theme 2: Influence of child, family, and contextual factors
This theme focuses on the factors that shape how parents experience stress. Parental mental health is influenced not just by the presence of an NDD, but by the severity of the child’s needs, behavioural challenges, family circumstances, and broader environmental pressures. Social isolation, financial strain, limited support networks, and disrupted services all intensify distress. The theme emphasises that caregiving challenges are shaped by multiple interacting factors across the child, family, and wider system
Theme 3: Coping strategies and access to support
This theme explores how parents cope with the demands of caregiving and how support systems influence their wellbeing. Peer support, social connection, and maintaining interests outside caregiving act as protective factors. Interventions that target families can improve wellbeing, but many parents face barriers to accessing psychological or practical support. Limited or disrupted services worsen stress. The theme highlights the need for accessible, parent-focused, flexible support to strengthen resilience and wellbeing.


Discussion
This scoping review of UK-based literature on parents caring at home for children with NDDs identifies three interconnected themes that capture the complex experience of caregiving. These themes are psychological distress and changes in caregiver identity, the influence of child, family, and contextual factors on parental mental health, and coping strategies alongside access to support systems. Together, these themes provide a comprehensive understanding of parental mental health in the home setting and highlight important implications for research, policy, and practice.
[bookmark: _Toc213078694]Theme 1: Psychological distress and changes in caregiver identity
The first theme concerns the significant emotional and psychological burden experienced by parents of children with NDDs. Across the literature, there is consistent evidence of elevated stress, anxiety, and depression among these parents. McGlinchey et al. (2024) conducted in-depth interviews with UK parents and found that caregiving often became the central aspect of their identity. Parents described feeling overwhelmed, exhausted, and emotionally drained. They spoke of the tension between meeting the needs of their child and maintaining a sense of self beyond the caregiving role. Many reported neglecting their own wellbeing and social connections, which intensified feelings of isolation.
Quantitative evidence supports these findings. Baker et al. (2020) analysed data from 888 parents of children with intellectual disabilities and found significantly higher levels of emotional distress compared to the general population. Behavioural difficulties, autism traits, and physical disabilities in children were strongly associated with elevated parental stress. Similarly, Masefield et al. (2021) demonstrated that mothers of young children with developmental disabilities had higher odds of psychological distress, highlighting the intensity of care during early childhood.
Taken together, these studies reveal that caregiving for children with NDDs in the home is a psychologically demanding and long-term responsibility. Beyond measurable stress, parents often experience a profound shift in identity, where the role of ‘carer’ overshadows other personal roles, interests, and relationships. This theme underscores that parental mental health is influenced not only by caregiving demands but also by the profound life changes and identity shifts that accompany it.
Understanding this dimension is essential for practice. Mental health support should not only aim to reduce symptoms of stress and anxiety but also help parents maintain a sense of identity and balance in their lives. Recognising the emotional and psychological burden of caregiving is the first step in designing interventions that truly support parents.
[bookmark: _Toc213078695]Theme 2: Influence of child, family, and contextual factors
The second theme explores the factors that shape parental mental health outcomes. Research shows that parental stress is not solely determined by having a child with an NDD but is influenced by a combination of child characteristics, family circumstances, and wider contextual factors.
Child-related factors, such as the severity of disability, behavioural challenges, autistic traits, and co-occurring physical conditions, are consistently associated with higher parental distress. Baker et al. (2020) found that children with more complex needs placed greater demands on parents, which translated into higher levels of stress and anxiety. Masefield et al. (2021) similarly highlighted that caring for children with developmental disabilities during early childhood was linked with increased maternal distress. These findings illustrate that parental mental health varies depending on the complexity and nature of the child’s condition.
Family and contextual factors also play a significant role. McGlinchey et al. (2024) emphasised that social isolation and limited access to support networks compounded parental stress. Single-parent households, financial pressures, and juggling multiple caregiving responsibilities further increased vulnerability. In addition, service disruptions, such as school closures or reduced therapy provision, were identified by Asbury et al. (2020) as exacerbating parental stress. These findings suggest that the environment surrounding the family, including social support, financial stability, and service availability, can either buffer or intensify the mental health impact of caregiving.
This theme demonstrates that parental mental health outcomes are shaped by multiple, interacting factors. It also highlights the importance of identifying which parents are at greatest risk so that targeted interventions can be developed. Understanding these moderating factors is essential for designing support strategies that are responsive to the specific challenges faced by parents in the home care context.
[bookmark: _Toc213078696]Theme 3: Coping strategies and access to support
The third theme focuses on the ways parents cope with caregiving and the influence of available support systems on their wellbeing. Coping strategies and social support can serve as protective factors that mitigate stress and improve mental health outcomes.
McGlinchey et al. (2024) reported that peer support, social connection, and engagement in activities outside of caregiving were crucial for maintaining wellbeing. Parents who were able to reconnect with personal interests, build supportive networks, or access structured interventions reported increased confidence and emotional resilience. Similarly, McConkey et al. (2023) in a study published in MDPI found that family-cantered interventions improved parental wellbeing, demonstrating that targeted support can have meaningful effects even for parents experiencing high levels of stress.
However, access to support is often limited. Masefield et al. (2021) highlighted that many parents, despite experiencing distress, did not access psychological or healthcare services. Barriers included time constraints, lack of tailored services, stigma, and services that were primarily child-focused rather than parent-focused. Asbury et al. (2020) also emphasised that disruptions in formal services, such as therapy or respite, had a direct negative impact on parental mental health. These findings underscore the critical importance of accessible, flexible, and tailored support for parents caring for children with NDDs at home.
In practice, support for parent-carers should include accessible mental health services, peer support networks, structured respite, and programs designed to maintain parental identity and wellbeing. Policy and service design should ensure that support is proactive, responsive, and integrated within existing child-cantered services. For research, this theme highlights the need to develop and evaluate interventions specifically aimed at parent-carers, with outcome measures that reflect their lived experiences, including identity, social participation, and wellbeing.
[bookmark: _Toc213078697]Implications for practice, policy, and research
The three themes collectively highlight several implications.
In practice, there is a need to integrate parental mental health support into routine services for children with NDDs. Screening, intervention, and follow-up should not only address stress and anxiety but also support parents in maintaining a sense of self, identity, and social connection. Services should be flexible, accessible, and tailored to the realities of home-based caregiving.
For policy, the findings suggest that legislative frameworks such as the SEND Code of Practice and the Carers Act must explicitly recognise the mental health needs of parent-carers. Policies should ensure access to respite care, peer support, flexible employment, and social engagement opportunities. Service design should accommodate the diversity of family circumstances and the varying needs of parents caring for children with complex or multiple disabilities.
For research, several gaps remain. Longitudinal studies are needed to track parental mental health over time and explore how child development and caregiving demands interact with parental wellbeing. Fathers and other non-primary caregivers should be included to understand gendered differences in caregiving experiences. There is a need for intervention studies that measure parent-focused outcomes, including identity, coping, and social participation, and investigate barriers to service access.
[bookmark: _Toc213078698]Strengths and limitations of the evidence
The studies reviewed offer both breadth and depth. Large quantitative studies such as Baker et al. (2020) provide generalisable data on risk factors and prevalence of distress, while qualitative studies like McGlinchey et al. (2024) provide rich insight into lived experience. However, limitations include a predominance of cross-sectional designs, underrepresentation of fathers, and inconsistent definitions of home-based care. Service access and support measures are often not primary outcomes, limiting the understanding of how system-level factors affect parental wellbeing.
In summary, UK-based research demonstrates that parents caring for children with NDDs at home face significant psychological distress, identity changes, and social challenges. The extent of distress is influenced by child-related factors, family circumstances, and service access, while coping strategies and support systems can buffer these effects when effectively implemented. Despite the growing evidence base, critical gaps remain in intervention research, longitudinal understanding, and inclusive representation of caregivers. Supporting parents through integrated services, tailored interventions, and research-informed policy is essential to promote wellbeing for both parents and children in home-based care settings.
[bookmark: _Toc213078699]Conclusion and Recommendations
This scoping review has explored the mental health impacts on UK parents caring for children with neurodevelopmental disorders at home. The evidence demonstrates that parents face significant psychological distress, including elevated stress, anxiety, and depression. Caregiving is often a long-term and intensive responsibility, leading to changes in identity, social isolation, and challenges in balancing personal and family life. The severity and complexity of the child’s condition, family circumstances, and the availability or disruption of services all influence the extent of parental distress. Despite these challenges, coping strategies such as peer support, health-promoting activities, and structured interventions can help mitigate the psychological impact. However, access to these supports is frequently inconsistent, and many parents report unmet mental health needs.
The review highlights that parental mental health is integral to the overall wellbeing of the family. Supporting parents not only improves their own quality of life but also enhances the care and developmental outcomes for their children. UK-based policies, including the SEND Code of Practice and the Carers Act, recognise carers in principle, yet practical support for mental health remains limited. There is a clear need for services and interventions that are flexible, accessible, and tailored to the realities of home-based caregiving.
Based on the findings, the following recommendations are proposed:
1. Practice: Integrate mental health screening and support for parent-carers into routine services for children with NDDs. Develop interventions that address identity, social connection, and coping skills, not only reducing symptoms of distress but promoting resilience.
2. Policy: Strengthen policies to ensure meaningful support for parent-carers, including accessible respite care, flexible employment options, and sustained peer-support networks. Ensure that assessments consider both the child’s and parent’s mental health needs.
3. Research: Conduct longitudinal studies to track parental mental health over time, include fathers and other carers, and evaluate interventions tailored specifically for parent-carers. Future research should measure outcomes relevant to parent wellbeing, such as identity, social participation, and coping effectiveness.
In conclusion, supporting the mental health of parents caring for children with NDDs at home is critical. Holistic, parent-focused approaches that integrate practical, psychological, and social support are essential to improve outcomes for both parents and their children and to strengthen the resilience of families navigating the challenges of neurodevelopmental disorders.
[bookmark: _Toc213078700]
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